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The ipar^t? of ' handicapped -adolescents have specific 
problems and needs given that their children as they- grpw plder » 
do not necessarily gain independence ^d leave home. This 
paper outlines some of the contours of the family" situation of . 
parents- caught between the necessity of .continuing care" of their . 
•child^and the desire to encourage. as much autonomy as possible . 
t}lven 'that "the maln-.role of parents- of .llandicapp.ed adol^escefits _ ' 
-Is fiddamentally the s'ame as that of ^ar'ents of any other - ^ 
adolescent - to provide a loving ^d secure home, an^'- to prepare.-, 
them' to live independently ±n the community the authors ask-, 
the question of what facilities can* enable parents tp cal'ry out 
their role. . ' ' . • . - " - , ' . 

• ' * * ' ' 

Before outlining the specif ic needs "of parents, the 
authors point out the importance of -basic attitudes and.thg 
dsLnger- of some "negative parental attitudes" in the- face of 
change in the child. Tlie recommendations made are first of all 
based on the service needs of parents:/ the need for information, 
^pjT residential and support services and for financial help . 
The partnership between parents -and professionals from the 
beginning is seen as the haaima-rk of a good service for handl- • 
capped children. Different modes -of collaboration are bytllned, 
and the various obstacles and ways of. overcoming them 'are ' 
pointed out, "" . . ' 

The .final chapter concerns Itself with the needs arid 
rights of handicapped adolescents . BasiQg their augments on 
the United Nations Declaration of Rl^ts of Disabled Persons 
(1975) the authors state that: (1) handicapp^'ed Mole^^nts ^ 
have the same civil and pplitlcal rights is other- human beings; 

(2) the right- to help to become as self-reliant^as possible; 

(3) the right to proper medical care ?uid treatment; (4) to 
education, training and rehabilitation and guidance ;/(5) a 
decent lev-el of living,. Including > the right, accordihg to 
individual abilities to secure and retain employment; (5) a ^ . 
normal living environment within' a family where possibly, includ- 
ing participation in all social, ,cre^tive" or recreational actir 
vlties; (7) prptectlon from e:q)loltation, discrimination,, t 
abuse or degrading treatment. ^ ' . •*'.'..'*. 
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^ • ROLES Pm NEEDS OF PARENTS OF HANDICAPPED ADOLESCENTS ' 

* * ' . ', > 

I . Introduction * ' « s/ \^ 

^i Three main phases cdto'be detected in the relationship ;of 
professionals and i)^renfs of handicapped children. .-For many- 
years parents received li*fctle or no- help from professionals and 
were largely left unsupported.' Such advice a4 they received 
tended be negative and rarely included practical suggestit)ae 
on what they could dfi to .help;theii: child- at home. Indeed, 
- parents vrere' at one time frequently advis.ed to place the child 

• in residential care. The second phase^ beginning tovrards the 

■ .end of .-the 1960s, took' the form of training paa^ents to use some> 
ot the -techniques previously restricted to professionals and 
regarding them as '»co--Uierapists", ' Many parents were quick to 

—learn these techniques and put them 'to good use vrith their - 
children; research workers began to -investigate the most effec- 
tive methods of training parents and enlisting their help ln_ • 
carrying out programmes devised by professionals -(O'Dell, 197h-'; 
Cunningham, 1975). -But although parents and children may have 
benefited from such programmes, professionals hav^ largely .;- 
worked on the assumption that they know best what the child 
shouH learn and therefore what the parents should do at home. 
It. is not surprising that some parents have felt that such a one 
way approach did not, meet. their needs and resented _the implicit 
assu^tion. that professionals knew /What i^/as best for their 
child. Furthermore, parents have-not always been able to meet 
the demands of 'the" programmes being devised by professionals; 
-it kas been sugges1?ed tl^at ''some professionals have been so • 
- busy teaching -parents "to .be teachers that there may not be 
enough time left'^ for parents to be parents)' (Mttler, 1975;. 
Such a "transplant'; model is ^.ikely to b.a rejected (Jeffree, 
1980). . ■ _ » ' 

• -a. We •■'are now entering a third phase in -whi-^lT attempts' are 
.being made to" develop a pajrtnership on a basis of equality. 
Both sides contribute their owi^ area^ of knowledge and skill ^ 

-but parents are encouraged to retain their sense of identity 
'as parents and to ^remain true to their, ov/n natural style of • 
.relating to their child. The approach 'starts with the needs or 
' ''the child in a family context -and tries to mobilise thfe exist- 
. V ing resources of the family.; Individual members of the family 
• . ' -may acqiUre specific 'skills' and techniques as a means to an end 
but the emphasis lies on the . individual family setting .about , • 
i the task in its' own way and in its own style. Although .the 

approach is somewhat jnor.e relaxed, a mof-e pre^orip.tive model 
- . • may be appropriate to meet' part iculajc- needs. " 

' < , ' ■ ' ' ' ' '- 

' ' - ; 3. PeCT'entS- of hahdicaPPed adolescents' have had Very Ji^^le 
■ V - help 'in *he -past and may Well ^ve become accustomed to their 

■ isolation "from professionals. / By the time their child is ready 
to leave school, -som^ parents. have come. to accept a role as 
permanonf caretakers, just as some adolescents have largely 

• ■ ' ■ acceptBd a role of passivity. - P&rents of adolescents and young. 
V^- ftdults have 'oflten re^acheU, a modUs Vivendi , and a quality of • 
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adjustment to their • situation which "needs to be respected 'and 
•which is '.in any "case not. easily changed. Many fajmilies are ^ 
resistant to procedures and progf'ammes v;hi6h emphasize their 
difference ;erom other families, e.g. visits, from professionals,^' 
membership of societies, the arrival of special transport at 
their door. '."In our atteccQpts to inormalise^ adolescents, we . 
ynm \h6 risk of Menormalisingi the family" (Jeffree, 1980). 

4.. * The period of "school leaving marks a critical point in 
the life of the family as well as that of the adolescent. ' But - • 
although there is now a considerable literature about. parents of 
younger handicapped children, .very little is known about fami- 
lies of handicapped adolescents and young adults. How far do^ 
such families have special and distinctive needs? To v/hat 
extent do the roles of parents of handicapped' adolescents differ 
from the role of parents of younger children^, both those who 
are hsCndicapped and those who are not? \Ihat kind of services • 
do families need "to help them to fulfil their rolS? 

Our working assiimption is tlaat the main role of 
parents p.f hajadtcapped adolescents is fundamentally 
the same as that of parents of any other adolescent - 
. ,N to provide a 'lipving 'and secure home and to prepare, 
ihefii to' live independently in. t he com mmity > . 

5. Ordinary families carry out this role in a variety of 
v/ays; some do so explicitly and overtly, others more implicitly 
or by pr(^viding models which they hope the young perspn will 
follow. ^*^e have relatively little inf ortjation on how families 
normally perceive their role or carry out their task of pre- 
paring for independent living. '17e do knov/ that they can draw 
on, tjie experience of their .friends and family and that tHe final 
outcome is one in which theii^ son or daughter becomes independent 
and leaves the parental home. ' , 

6. But this is not generally the outcome if the child is 
severely handicapped. , Such families may expect to Mve to 
continue to provide a home indefinitely or until circumstances 
make it impossible for them to continue to do sb. 'Clearly each 
family wil*l differ in its expectations of the handiqapped 
adolescent and in particular of the -extent to which ne or she 
can live independently in the community. These expectations 
may not necessariLy coincide v/ith tLose of professional staff 
involved • • ^ ' ' ^ ' . 

II., Families' Needs and. Attitudes. , . ; 

7. It is all too d'asy to generalise about J'tlje nieds qf 
familaes" and to overlook the enormous range of individual 

"differences. These will differ as much as, if not nor^ than^ 
the 'needs of any .'other famllie's. Ue should also bev^are of 
drawing too sharp a distinction between parents of handicapped 

■and non-handicapped people. ' For example, in, studying the 
families of cerebral palsied children, HewettHl970) concluded 
that "families meet the day-to-day problems; that handicap 
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creates with patterns of behaviour- that in many respects 
deviate little frojn the aorns derived fron studying the fami- _ 
lies of normal children. They have-aore- similar'ities with 
ordinary families than differences from them" (p. 194). Host 
families of 'handicapped people have also had several other 
normal children; ' the mentally handicapped child is often the 
last "born in the 'family (46 per cent in both Moncrieff , 1955 
and Cheseldine and Jeffree, 1980). Thus many parents will 
have considerable experience not onl^^ of childrearing, but « 
also of helping their older children to -achieve independence. 

8. • To stress the .essential normality of the families is not 
to deny the range and" severity of the problems they face; 
rather it is to counter the assumptions and stereotypes v/hich 
have' so often been used by professionals and researchers about 
tlVe ^derlying social pathologies to be found in the families. 
Kew -Cl^yS) cai;Led them "handicapped families". The danger lies 
in the consequent lack of appropriate action by professionals, 
in response to families' needs. For example, parents seeking 
help' at an' early stage report being labelled "overanxious" and 
denied credit for close observation of "their child (e.g. ' • 
Schaefer, 1979). Families seeking residential care for their 
handicapped member iiay be investigated for ".guilt" and 
"rejection";, those not seeking relief may be labelled "over- 
protective". The behaviour of the families may be interpreted 
as abnormal whatever they do ('.'ilkih, 1979). -It is interesting 
to note in this context the explanation. suggested by Fox, 1974 
for his questionnaire finding of increased levels of "hysteria"' 
in parents of handicapped children: "A facility .Cor brashness, 
over-dramatisation, and a refusal to ls)e intimidated by authori- 
ty or status, have' become necessary for obtaining the best 
from our services." 

9. The brothers and' sisters of handicapped- people have also 
been portrayed as a group very .much at risk emotionally, and 
institutionalisation was (and may still be) recommended "for 
the sake of th% normal children", licllichael -(1971 ) and Kew 
(1975) stiggest^ that up to a quarter of siblings had moderate 
to severe problems in adjusting to the situation of handicap. 
However, these and similap- studies were conducted on families 
who were already' receiving help from professional agencies. 
The feW researchers who have talked to the siblings themselves 
reflect a picture of generally good adjustment by siblings'," who 
mention positive aspects as well as drav/backs (e.g. Grossman, 
1972; Grailiker et al., 1962). Extra burdens tend to be 
reported particularly for older sisters, who may be expected 

to share the' increased daily tasks of -caring for the handicapped 
child (Farbe-r, 1959; Fowle, 1968; Gath, 1974; Uilkin, 1979). 

10. The :-:ain tradition of British ^research p;i the families 
of 'handicapped people has been to look pr::gmatically at daily 
living problems."^ Most 'studies have considered the families x>f 
school age children -or younger - a notable exception -being 
Bayley (1975) who interviewed the families of severely handi- 
capped adults living ,at home, .InterviM/ studies in general 
have -had two major drawbacks: th^ lac^of comparative 
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information on faniilies of non-handicapped adolesoiSB^s end the 
lack of objective data, for example, through over-dependence 
on information from parents, 'However, a number oJf observations 
relevant to the families of handicapped yotmg people may be made^ 

11. Older studies painted a graphic- picture of the financial 
and housing needs of families. Tizard and Grad (l96l) found 
that ,40 per cent of their London sample whose ^' severely sub- . " 
normal child" (aged up to 45 years) lived at home were ovorr 
''crowded by l*^cal standards. ^ Both low income le-^^el and over- 
crov/ding v/ere somewhat relieved in the comparable' sample whose 
children had been institutionalised. A follow-up of the same 
families -v/hose handicapped member lived at home found improved 
housing standards, but greater financial hardship, through more 
parents being, reti-red or infirm (Moncrieff, 1966). In- a more 
recent study in an ^urban area, Wilkin (1979) noted that 10 pgr 
cent of families he interviewed still had no inside toilet.' So 
the basic Ijiousing needs of families caring for a severely handi- 
capped person can still not be said, to have been met completelj^ 
in Britain. Of families interviewed by Lonsdale (1978), 71 per 
cent felt their financial circumstances were adequate, but added 
that unless they had th? weekly Attendance Allowance and grants 
from the Joseph Rov/ntre-e Trust many more would be struggling. 
Poor housing and financial hardship have a consequent bad effect- 
on health, v/hich In turn will be aggravated by the care of a 
handicapped child (Carnegie United ICLngdom Tru;&t, 1964). As the 
handicapped person gi^pows ol,der, parents^ health is likely to 
become poorer. 

^ 12; Problems of definition affect much of what is said and • 
v/ritten about parents^ attitudes, felt' needs, and reports of 
their child^s behaviour. For example, v/hat types of "behaviour 
problems" make the dvif eronce betv/ecn a family being able to , 
keep their handicapped member of: home, and , having to seek an , ' 
alternative? Oiie study of teachers reported that the most fre- 
, , queht type of behaviour problem was "noja-compliance" , but .that 
' the most difficult to manage was stereotypic behaviour (ifGhm'an 
,and McLaughlin, 1979^. l^oth types of behaviour may cause 
embarrassmc-nt in public, but the latter may restrict a.lifendi- ^ j 
capped young person *s possibilities for independent actiRritV 
more than the former. ^Bven in the older studies of famjp.ies, 
management of ^the behqyiour of the handicapped person is cited 
as the greatest problem (and the one most likely to lead to 
. » application for in^titutiorialiSation) (Tizard and Grad, 1961; 
Holt, 1958; Bayley, 1973). In our study of mentally han4icapped 
school leavers, 41 per cent of parents mention©^ 'behaviour 
problems Mth regaafd to the young person's leisure time 
(Cliaseldine and Jeffree, ^980m Bayley' (1973) Estimated that 
18 pe^ cent^of severely subnormal adults living at home ^could 
not be left unsupervised for even an hour. / 

13. Sev'eral studies which have followed up handicapped young " 
. people some years aftei: leaving' school strongly suggest that 

many of them ate not only without services but largely isolated 
. from the commmity resources available to other yovmg people. 
Ev^n those that can attend some form of day care often load 
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lonely and unstiuulating lives, and have very IMited opportvini- 
ties to make and meet friends or to take part in leisure or 
recreational aotivities. Many do not even have access to any 
form of dajr care or further training or education; consequently 
they are forced to spend most of their time at home and are 
thrown back on^ their ^own resources (Segal, 1971)* 

* • ^ 

14, On the other hand, ve should, also note that some of the 
school leavers in our survey do not present ahy problems; for ♦ 
•example,^ only 6 per cent were concerned about lack of friends 
and 46 per' cent of the families had no suggestion^, for ways in 
which the services could be improved (Cheseldine and Jeffree, 
1980)V In accounting for * these ^findings^ it has to be borne^^in 
mind that 'these .families had ^een many improvements in services 
since their child v/as firsts bom and were often appi^ciatiye of 
the^ extent to whJLch services had changed for the better- It 
'seems likely that the newer generation of parents of younger 
ciiildr^n may have higher expectations boi:h of their handicapped 
children and of the services; in particular, those who have 
derived benefit from programmes of parent-professional collabora- 
t^-on \diile their child is at school are likely to press for 
further v;orking contact with the staff of adult aervices 
(Ilittler, 1979;. ^ ^ . ^ ^ I 

15* , Policies of normalisation for the lives of handicappod ^ 
people often originated v/ith par,er;t pressure groups. Yet, v/hen 
it cooes to change. for their own child, parqnts may.be afraid. 
T^ith adolescents, parents fear their child being robbed, raped' 
or^^etiing lost. In one study, 40 per cent of severely mentally 
handicapped adolescents v/ho. had left school never went" unescorted 
beyond the front gate (Stai^field, 1975). Parents may identify 
a lack of coiapanions and proper recreational fccilities as 
protblems' for handicapped adolescentSj>^ and yet tend to keep their 
own '.children in familiar company and not trust them Out alone; 
Thus they may undqrmine the acquisition of skills identified 
as desirable for the young people by professionals. Ferrara . 
(1979) found tha*- parents of severely handicapped adolescents 
were more positive about normalisation policies in general 
than parents. of the less severely handicapped. She noted that 
the degree of personal risk for these parents may be lessened 
because their children will require significant adaptations 
from "normal" patterns of living to suit their requirements. 
Boggs (1973) eloquently argues the problems for the severely 
handicapped: "Rather than trying to create a ^normal* environ- 
ment 'for my son, I try to think of how the world must look 
from his point of view, and what. kind of environment would not 
only minimise his boredom and lonvliness, but enhance his sense 
of dominance." (p. 62) ' 

16. Thus, parents of handicapped* adolescents of all levels 
of ability nay exhibit "negative parentar attitudes" in the 
face of change. They may oust want the best for their child, 
based on the limited information they have been given, or foundy 
out, about their child^s- abilities and possibilities.. "They 
have seen the reality^ of what sometimes^asses f-or community 
care, and no one may. have e^cplained toHhein how things could be 
othei^wise." (Tyne, 1979). ' . • 
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17. School leaving i therefore 'a* tifle when information 
provision and sensitive cou^elling are vitlal/ Families who 
find themselves once again caring single-handed for their son 
or daughter are imder considerable stress. ' The relatively 
structured 'existance" imposed by the school day and the school 
year is replaced hy one' of uncertainty about the future, a 
situation which also makes consj.derable day-to-day demand,? on 
the family: It is often necessary forgone member of the. family 
(usually theimother) to give up -a job in order* tp look after 
the handicapped person at home. The loss of ^income may be a 
further source of tension in the family as a'whole. Further- 
more^ the less able youngsters may not fully understand why ' 
the regular routine of school has suddenly been disrupted or why 
they are having to'^spenck so mubh of their enforced leisure 

at home. The more aj)le young people are ever> more 'likely to ^ 
resent, lost opportunities for further education and traiijing; 
some became bitter and disillusioned; others become- unhappy or 
emotionally disturbed and may even shov/ clinical signs of a 
depressive illness. ^ ^ 

18. It is th-erefore ironic that manyi families are beiijg de- 
•prived of services at the very tim6 when they are most in nee4 
of them. They need' opportunities to discuss, their immediate 
and long-term needs with people who 'not only know their child . 
but v/ho are also well-informed about local existing provision^ 
and servicesvthat are still being planned. They need to be 
helped to plan reali^stically 'f or the future and to prepare the 
yoiong person step by step to make the best use of wmtever 
services are. available. This may mean, for example, preparing' 
him. to live away from, home, first for a day, then a weekend 
and". then for progressively ^bnger periods^ l.Tiether or not he 
leaves home, they-will need continuing help to teach him^to 
b^ome more independent both inside and outside the family home* 
The extent to which the young person, can live in the' community 
will largely depend on the extent' to v/hich parents, or parents 
afid professionals in partnea?ship, Jiave succeeded in teaching 
sQLCial independence and community living skills. This ,we see 

as .one of the most ' important and distinctive ^*oles of parents 
and families. . ^ . . 

19. The extent to which .the- role of families can be realised 
will therefore depend on many factors v/hich interact with one 
another in complex ways. The severity of the young person^ s 
impairments and disabilities, the opportunities that have been 
made available in earlier childhood to gain access to appro- 
priate educational and treatment seWioes, the attitudes and 
perceptions of the young person himself to these efforts - these 
all play an important part in affecting parents' attitudes to 
later progrdnmcs. Equally critical 'are the availability of 
appropriately staffed day or community services which are com- 
mitted to active programmes of preparation for community living . 
but which include relevant vocational training and further edu- 
cation, as well as help irv UBing community recreational and 
leisure facilities • 1/ithout such services, families are Neces- 
sarily thrown back on their own resources and are left . 
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ixasupported to cope with an adolescent who may be physically . 
' mature but. who is in many respects still 'dependent on others aiid 
in' need of skilled programmes designed to help him ''to take ^ 
furthe2> steps towards social independence 

,20. The following section sijimmarises a numbei? of recommenda^ 
.tions that have been made £or the kind ^af service provision' 
which seems to be necessary^ to meet the Aeeds of parents from 
, the time when their' son or daughter is approaching school leav- 
'ing age. ^ • 

^ III._ The Service Needs , of 'Parents - ,. 

21. The -time of school leaving provides an oppoi'timity -tp 
'take xgjtock 410 1, only of the needs of the -child but. also those ^ 
(5f the family. Falnil'ies "should feel that there is time and 
opportunity to discuss any aspect 'of their family life whibh 
-concerns their ghild eitlier now gr in' the futu/e . -Such dis- ^ 
• - . cussions»haed npt be limited, to the immediate questions arising ' 
from school leaving aijd placement Into adult services. Both ^ 
. parents and professionals are\-4,ncreasingiy expressing the wish 
t(r move^away from a crtsis-orfentated service towards one which 
anticipates n^eds ahd tries tp plan constructively to meet them. 
For example, parents should -be , encouraged to^discuss questioas 
concerned with residential care long before there, is a direct » 
need f^r it.v J ' 

Information ' _ , , ^ 

2^.. First and.'foremost, parents- neeci information on the range ' 
of provision which is' availaible ^or planneii in theijl* locality. 
In our o\m interviews with parents in r.reas whore serr\?ices vj^ere 
well developed, we found mapy parents badly informed elbout day 
or , residential services for adolescents ^^d adults. Very few , • 
'had visited the Adult Training' Cerltr'es which their children 
would alm6st certainly be attending in the coming months 
(Cheseldine and Jeffree, 1980). '-Th^y vr^re alsb poorly inf.ormed 
about facilities for short-term and longervterm residential care 
i'n their localities. Lack of'^ information Was more common among 
parcnjts who were not members of parents societies or.who did 
noij^ receive the parent journals in which such issttes are regu- * 
larly discussed. . ' ' . - ■ 

23.* A number of authorities have, been producing* short infer-, 
mation leaflets on, local^services. These generally contain 
addressed and telephone numbers of key organisations and indi- 
viduals as well as useful information "on where to get advice or 
help to meet particular needs. Unf ortimately, these .'leaflets • • 
are Often aimed at parents of younger children; there is a case 
•for an information sheet written especially for parents of.yoimg 
• people . approaching scljool leaving age. Thiijfc might include 
■ ■ information on the following: 
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(i) local ^provision' for assessment, of young people 

approaching ^chool leaving age - e.g. v/hicb -pro- \ 
'fessionals should be 'routinely inv»:^ved in assess- \ 
ment~and decision-making arid which others are. 
available for .consultation if the need st^ould arise? 

procedures for .parents -to be involved in the process 
of "assessment and decision-making; how and when 
they shottld be consulted; how they can obtain the 
information 03p advice which thsy feel to be • 
necessary .and whom to contact if they are dis- 
satisfied; . ' ; 

the range of alternative proyisfon which fs avail- 
able locally - e.g. day services, further education 
colleges, work experience courses, .sheltered 
employment, vocational trainir^. This should 
include the names of key individuals in these . 
organisations who can adVise parents and who 
might be able to arrange |f or preliminary visits 
to the agency; ' 

(iv) the range of residential services - both long term 
and shojdLJbsrm - should also be summarised in such 
a leaflet, , together with some indication on how 
,\ parents can visi^ such facilities^ informally; 

(v) in addition to -listing services for handipapped 
» people, such leaflets should aliso include informa- 
tion or£*^ll relevant resources avr.ilable to the 

- rest of the , community and' to young people, in parti- 

- v' cular - e.g. careers advice, work training, 

further education facilities, evening classes and 
v;f- the whole range of leisure, sport and recreational 
' facilities in ±h6 area. . • 

Anticipating ne'edg for^^esidential and' support .services 

24. Such information leaflets may provide the basis, foj? an 
informed disoussion between parents arid professionals on the 
availability of local .resources. For example, *]^arents often 
express the need not only tg b6^' told about the local services 
that are available pr plaiined but also to haye the opportunity 
to dis^cuss the adv&atages of the various alternatives in, rela- 
tion to the needs of their son or^ daughter and o'f the SanCLly 
as' a whole. " 

'25. Discussion about the range 'of alternatives! may also pro- 
vide opportunities for families to express more general feelings 
about their^ attitudes and needs. To this end, it^ is obviously 
de'sirable that there are opportunities to relate to a single 
individual, preferably someone with expedience of working with 
families. Such a person can. provide the "single 'point of con- 
tact" recommended by thejfarhock Comiiiittee in the United King- 
dom (Department of Education and Science,' 1973). Their role 
is- not merely one of providing information and helping to ensure 
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tfiat services are "provided" in a co-ordinated manner. It includes 
the nore complex skills involved in helping families to e:Kpress 
their anxieties and to disCtuss matters which are of deep concern 
to them. Families need time to get to know the visiting pro- 
fessional, to reass\ire themselvefe that he or she will comq, again, 
and is a person in whom they, can have, "confidence. Only then 
will they trust themselves to express their- deeper needs, and 
feelings. For example, a quick and superficial visit to the 
family may well result in a report that the family are unwilling . 
to consider residential care. But several visits and the develop- 
ment of a more open and trusting relationship may help the 
parents to speak mor.e freely about their > problems in continuing 
to provide 24 hour care and may make them less hesitant to 
express their wish to think about residential care outside the 
home. , ' ' ■ . _ 

2^. Similarly, some parents may refer to arrangements that , 
have been made for an older brother ®r sister to make c. hor.e , 
for the handicapped youngster when the parents are no longer 
able to do so. This v;as mentioned quite frequently in our ovni. 
studies, particiilarly as many of H^e leavers were the y<:i\ingest 
of a large family, with many brothers and sisters now married. 
(Qieseldine and Jeffree, 1980). In a separate survey, some 
30 per cent of the children in special schools for=.the mentally 
handicapped came from families with four or mpre older children 
(mttler and Freddy, 1980). But parents may be reluctant to 
rely on their other children to talce over care, though there is 
evidence tliat older siblings no longer living at home tend to 
give considerable help and are willing to take over. Bayley 
Tl973) found that among mentally handicapped adults living in 
the commimity, 85 per cent of those v;ho could be living with a 
sibling (i.e. both parents dead) were doing so, though of those 
in hospital, half had been admitted immediately after the death - 
of a parent. But such an arrangement is not necessarily entered 
into vallingly by the older brother or sister or their spouse; 
it may be made in order. to reassure worried parents that the 
handicapped youngster v^ill be taken care of v^hen the time coiiies. 
Fiirthermore, circumstances can change, particularly in a grow- 
ing family. For these and other reasons, it is important for . 
the professional. not simply to record that family arrangements 
have been "made but to explore the situation in some depth and 
detail with the parents and the younger family involved. 

27. In our int-erviews in the Greater Manchester area, v;e 
found few families of school leavers who were well infoiiHned 
about the- residential services which were available in their 
area. Many still assumed that the long-stay mental handicap 
hospital was the only alternative to remaining at home and were 
unaware of existing and planned local authority provision for 
hostels and group hones. The movement towards the use of or- 
dinary housing for h?aidicapped people, although , increasingly 
•influential in professional circles, has not made the same 
impact on individual families. 
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28. It has been our experience that parents expect to con- 
tinue to provide a home for their handicapped son or daughter 
■ indefinitely, un'til they are n^ longer able to do so by reason 
of age, incapacity or death. The notion that young people might 
U given opportunities to live away 'from their families before . . 
. there, is a crisis has as yet made relatively little headway. 
This is partly due to the shortage' of provision m the community 
• but is aiso related to the narrow range of alternative accommo- ; 
dation wlkch has until recently been considered appropriate. 
This may change, now that more consideration Is being gl'yen to 
the use of ordinary housing and evidence is beginning to/be 
published Indicating that even severely handicapped peopae can 
live, in ordinary houses. The amount and nature of the support 
the/ will need will obviously vary from person, to person.\ 
the field of mental handicap, the scheme developed by theVBastern 
Nebriiska Community Organisation for the- Retarded Ci^iJCOK; fo^^ 
wide range of living lonits'ih the community is beginning to De- . 
cone influential in the United Kingdom, and i^o'^hfr European 
countries (e.g. Thomas, Firth and Kendall, 1978; ^ti-t^ler, 1979a). 
Furthermore, .some advisers are now cautioning against the adop- 
tion o'f over-simplified notions of placement - e..g. that people 
with certain levels of disability need one form of care whereas 
those with lesser degrees of disabilities need another (Develop- 
Lient Team, 1980). Instead, ciirrent thinking emphasizes the 
possibility of developing small homes for groups who are not 
* necessarily homogeneous in terms of severity of handicap, -though • 
• ' such a policy is clearly not without problems. Nevertheless, it 
seems useful t^^counter the prevaleni^, assumption that some people 
ara inevitably "hospital" cases, while .others are "hostel ' or 
"^roup lipme" cases. Such predictions are likely to be seii- 
fulfilling, and need to be questioned by prof essioinals and 
parents alike. 

29 The notion that each community sh^iuld provide homes in _ 
the locality for all its handicapped ciTiz.ens- is only now begm- 
ninp to be seriously discussed. Prof essionals .have -come to 
accept that the number of handicapped people who actually require 
specialised long-t«rn residential services in hospitals or othiw?--^ 
institutions is very small; furthermore, studies of such insti- 
' tutions have shown that thdir resources are. often so limited r 
that such specialist needs are' rarely adequately met (e.g. 
Osv/in. 1978; Development Team for the Ilentally Handicapped, 
1980)! In the Uiited Kingdom at least, well over four-fifths 
of severely mentally handicapped children and about a half oi 
the adults are living in ordinary houses with their families; 
such houses may require a range of adaptations to meet the needs 
of people with severe physical handicaps but many countries are 
now developing legislative and financial provision for this . . . 
purpose. ' . ' 

50. Providing ordinary or adapted housing in the local com- 
munity means that people can live in small units with as much 
staffing and support as their individual feeds require.. Some 
will reauire only a -very occasional visit from "a social worker. 
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health' visitor or voluntary worker j other, houses may contain 
three to five nore dependent people v;ho will need to have staff 
living in, the house with then; in other cases, professional 
staff li^e in a nearby house but are available when needed. The 
empljasis in such schemes is on providing a .wide range' of resi- 
dential accommodation to' meet the wide' range of need of indi- 
viduals . . 

* « 

31. From* the parents' pbint of view, such arrangements provide 
ideal opportunities to help their sons and daughters to learn to 
live more independently., At the same time they . can prepare 
themselves to accept that although they \/ill eventually need 

to live away from home, such .a home, need not be a distant hospi- 
tal or institution but a house not very far away^^from their omi. 

32. ' Quite apart fron questions concerned with long-term resi- 
dential care, families also need opportimities to discuss ques- 
tions concerned \iith short-term care^ in their area. Although 
hospitals have traditionally made the nrajor contribution to 
short-teru care in Britr.in^ particularly during the summer holi- 

. days or in emergencies, local avrthorities and voluntary organi ca- 
tions have also begim to nake provisi-OBrX'see National Develop- 
ment Group, 1977 for a summary 'of suggestions on how short-term 
care might be-^ organised at local level). Here again, families^ ^ 
may be ^avrare of these developments and still a'ssume that ,i 
short-term care is avc.ilable in hospital or not at all. 

^33. ' Ilany families will need some short-tern relief from the 
1^ strain of coping. Play, schemes during school, holidays, and 
ocdasional care at the vreeleends are seen as the most strongly 
felt needs of parents of yo.unger children (e.g. Bamado's, 19.79). 
'..'ilkin (1979) makes the po|.nt that It may be important to ask 
what a family would "like", because he found that mothers v/ere 
not inclined to identify "need" if they were, actually coping. 
In his study of severely handicapped children at home, 63 per 
cent of faiiilies felt the need of minding in^the school holidays 
(hS per cent said it was "very imjpbrtant") , 4p per cent felt the 
> need for some day -care at Weekends, 40 per cent for help v^ith 
"baby sitting" in the evenings and 51 per cent needed help v/ith 
transport (p. 192). However, Lonsdale (1978) reported that 45 , 
per cent of "the parents she int.erviewed considered short-term 
hostel care unnecessary and would never place a child of theirs 
"in one. They relied in emergency on the family oirclo and v/ould 
„not "put the child av/ay", though this attitude may bo related 
to the age of the child, Lonsdale's saniple being onl^f up to^^ 
years of age. .Some parents seem to fear the loss of a comp^rfion, 
if the young person is more, independent. It is often report^'d 
that young handicapped people lack friends and contacts outside 
the family; this isolation may have affected the whole family 
as well as the handicapped member (Holt, 1958*; Boruchow and 
j'Jspenshade , 1 976} . 
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Financial Hel;^ - . - ^ 

34. liafiy countries .are" now introducing a range of financial, 
grants and allov/ances both to families and to the handicapped 
person. The who^e question of disability allowances is g'eneraliy 
extremely complex and difficult to understand and parents \srilJ^ 
almost always need to have access to ^sources of expert advice. . 
Some cities in tl^e United Kingdom have therefore appointed a^ 
welfare officer specifically for disabled persons and their 
families. This, person is independent of the authorities and 
seeks to -ensure that all families obtain the full range of bene- 
fits' to v^hich they are entitled. Even n^here such an appointment 
is not made, clearly written information leaflets are otjviously 
needed, together with Suggestions on how further information qan 
be obtained at local level.. Here again, these questions need 
full disQUsgion between parents and professionals. 

35; Information and opportunities for. full and informal dis^ 
cussion TDetween parents and professionals constitute essential 
foundations for any locally based service. But recent thinlcing 
also emphasizes 'that much can be achieved by the development of • 
a more active working partnership between parents and- profession- 
als in helping the young person to learn to live more independent- 
ly in the community. The following section examines the nature 
of such a partnership in greater detail and outlines some of the 
obstacles to its achievement. 

• IV. Partnership Between Parents and Professionals 

56. Partnership with parents is now seen as the hallmark of - 
a good service for handicapped children. Starting at the time 
when the handicap is first .identified, continuing through pre- 
school and into the period of. formal schooling, partnership 

^between parents and professionals is seen as making a major 
contribution to meeting the needs of children, parents and pro- 
fessionals alike. The available evidence sviggests that handi- 
capped children will respond more favourably to teaching and 
developmental programmes if parents and professionals are work- 
ing together than if either is working in isolation (Cunningham, 
1975). This "is true not only of handicapped children but applies 
also to those who, are "socially disadvantaged". The nature of 

'the partnership will vary from family to family and will depend • 
on the needs of the child but -a number of elements can be«dis- 
tinguished: ' ' ' ' 

(i) Involvement of parents in* the comprehensive assess- 
ment of the child's abilities and disabilities, strengths and 
needs. Clearly, the parents' knov/ledge of what their child can 
and cannot do is invaluable to the teacher. This is particu- 
larly true of the more severely" handicapped children for whom 
parents and teachers will share similar goals - e.g. m teaching 
self -care and social independence skills. 
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(ii) Arising, directly from joint assessment, teachers , ^ 
and parents can benefit greatly by collaborating in' drawing 
up long-torLi end short-ton: goals and in discussing 
how they are going to work together to help the yoimg person 
to reach those goals. " • 

) ' . - . 

37 • The kind of collaboration which we envisage between 
parents and professionals ideally calls for a home visiting or 
domiciliary* servipe. This is not intendedlto replace visits . 
to the school or'' agency by parents but ratmer to complement it. 
A home visiting service is eVen more essential where the handi- 
capped person is riot regularly attending any form of* day ser- .-^ 
vice; in such cases the main responsibility for helping jJarents 
to provide teaching and other forms of traiping falls on the 
hone visitor. 

38. . Examples of such a home visiting service for parents of 
pre-school children can be found in the Portage programme 
developed initially in rural areas' in the United States but now 
successfully replicated in the ,Caribbean and in parts of Europe 
(Shearer and Shearer, 1972; Revill and Blundem, 1978, 1980). 
The model here is one in which a hoive visitob? visits families 
about once a week in order to work v/ith the parent to select 
shor^-term goals and to introduce specific sfcructured methods 
v/hich the parent can use to try^to teach the! child to preach 

' such goals before the next visit. Although xhe teaching^ targets 
would require considerable modificatidh ^for Adolescents 'and ^ 
their families^ the model of a home visiting Iservice in which 
agreed goals' are taught co^ld.v/ell be found useful by parents 
end professionals. It might, for example, bd used by peripate- ^ 
tic instructors based on Adult Training Gentries, as suggested 
by staff themselves in a national survey (l/heLLaii and Speake, 
1977). 

39. Even where the yoiong person is not in i^egular contact 
with professionals, pai?ents can be given the means to try to 
develop active teaching methods which are designed to help the 
young peraon learn new skills and to become mare independent. , 
Our colleagu^es Edward \/helan and Barbara Spealqe have wit^tpn 
a teaching manual specifically for parents of 
capped adolescents (V/helan and Speake, 1979). 
with a "Scale for Assessing Coping Skills", pai^ents are helped 
to complete a simple check list of the young p^rson^s. abilities 
in the areas of self-help (personal, domestic,- 
interpersonal conversation, friendship, £ 
and behaviour). "Detailed suggestions are then 
v/hich parents can design and carry out a teachii 
help' the young person achieve .specific skills. 

' proach can also form the basis of structured workshops in which 
gtTQups of parents and professionals meet regularly in order to 
define short-tern goals and agree on methods of reaching them. 
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40. But although professionals and. parents* of handicapped 
chiiaxen have worked in closer partnership during the past ten 
years there are" few reports of similar parental involvement in 
services for handicapped- adolescents and young, adults; Are there 
distinctive problems about developing such a working relationship 
between parents of adolescents and- adults and the staff v/ho^worK 

, with them? . ^ • \ . ' 

41 . Parents frequently complain that they are not. involved in 
the process of decision making about their son or daughter. . 
For example, when there are ca&e conferences to discuss future 
placement after leaving school, parents may be le£t to wait out- 
side while the discussion is proceeding among professionals and 

' are only invited in to comment on a decision that has already 
been formulated. This is less likely to happen if parents and 
teachers have worked together during the School years m deveiop- 

' ing ooin.t assessments of the child's abilities and in collaborat- 
ing on programmes of teaching. But parents of the oldest child- 
ren in a school may not be as familiar with such an approach 
since this has often only been developed, in, recent yearp and . 
with parents of younger children.. They may therefore need more 
encouragement to involve themselves in discussion ^d decision 
making about the future. ' _ 

42. ' " Because parents and (professionals may not have the same 
goals, it is important .to proyide opportunities fgr a free dis- 
cussion to identify expectations" of the level of independence 
that may be achieved, since these may differ widf^^ j-^ ^oth 
ffroups. Just -as several professionals working with the same 
adolescent may have different eSj)ectations of the final outcome, 
S-o different members of the same\ family may vary considerably 
in their estimate of the extent which the young person can 
learn the skills to live successfvilly in the community. It may . 
therefore be helpful to explore these questions through aiS". 
•cussiop. It is clearly dangerous, to- press ahead with carefully 
.structured trainihg programmes to, teach social independence 

when one 6r both parents may have misgivings aboul^ whether such 
. a. programme is justified. They may also be anxxous about the 
risks involved in undertaking It. Questions, concerned with sex- 
uality represent 'the most obvious examples where full discussion 
-bout goals and philosophies is important. Similarly, parents 
and professionals ^may have different perceptions about the extent 
to which a particular youngster is "ready" to start a course of _ 
social independence training - e.g. in learning to .use public • 
' transport, go' to a supermar.ket or a disco unaccompanied, to go 
"on holiday with a group of friends, etc. ■ 

43 Even Vhere parents and professionals are apparently ^ 
agreed on the overall "programmes for social independence train- 
ine. difficult issues arise when it comes to discuss;Lng th^- 
natire. and degree of parental participation in s.uch programmes. • 
Although there is now a strong body of evidence which testifies 
to the effectiveness of intensive, parental involvement where 
teaching programmes with ybunger children are concerned,- js it . 
. right to extrapolate these to parents of adolescents and yoxms- 
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adults?. Even if direct parental involvement in social indepen- 
dence progrannes is likely to be beneficial to the adolescent, 
Eovr "appropriate is such detailed involvemeiiit from a "normalisa- 
tion^' .point of view? Is it appropriate that ^?)arents should know 
exactly what their "son or daughter is doing in the course of 
their day to day soci&l . educaj:ion or training programmes? Even 
■veiry much -young-er children like to lliaintain separate identities 
betwe,en home .and school and tend to fend off well meaning en- 
quiribs from parents about what they have been doing in school. 
It could be argued that even where such enquiries are not appar- , 
ently resented and even where parents and prof essional? are 
working well together to achieve goals that -are in the long-term 
interest of the adolescent, such a close involvement on the part 
of parents >may in fact reinforce rather than diminish dependency. 

44. These issues about goals and philosophies are »ot wid3ly 
discussed in the literature, nor, we suspect, do the^' receive as 
nucl- consideration as they should at the level of tll^e individual 
family whentprof essionals are begimi,ing to draw- up -training pro- 
grammes for handicapped young people. Professionals may then- > 
selves. need help in facing these-^ssues; for example, , group dis- 
cussion, possibly accompanied by role play may help staff to 
face' some .of the delicate and complex issues involved. Clearly, 
no two families have the same needs but certain general strate- 
gies can be discussed within a group. For example, some parental 
involvement programmes jnay begin with a fairly intensive and 
detailed level of training by parents but in the context of a 
clearly worked out plan to-^^educe the amount of parental in- 
volvement- on a step-by-step basis. This can be done more easily 
with some programmes than others - e.g. in teaching a young per- 
son to travel to a day centre by public transport, the programme* 
would probably conis^st of gradually "distancing" the parent 
from the young person. Similarly, the- amount and .intensity of 

' supervis'ion in teaching a young person to v/ash their' hair can,,alsc 
be slowly but systematically withdrav/n,. 

f \ > 

45. Now that parents are being 'asked to enter into detailed^ 
and often day-to-day working partnerships with professional . 
siaff in teaching their son or daughter, to acquire spepific 
"skills, it is particularly important to ^/rovide opportyni'^ies 
for them to express their feelings about any difficulties they 
nay be experiencing in working in a teaching role. Some parents 
qu^ite understandably find suQh wdrk both dem^^dins and stressfuj^ 

.but may find it hard to admit to Tdais, f©r fear of being thoiight 
unco-op erat-ive or not "good parents". T^ey need to be encouraged, 
to be quite open about these matters; parents should not feel 
forced to imdertake demanding programmes- of day-to-day work and 
should be able t^^expregs.'their feelings" about the^e matters,, 
preferably to someone who is seen as helpful and in Vhom they 
can feel confidence. . * 




' Obs-t^les to parent-professional collaboration 

46^ Although collaboration betw€e^ par.erits and professionals 
has mad«^ considerable gains during the past 'ten years or so, It . 
is as well to- recognise the serious obstacles which stand in 
the^way of further progress in this, direction. V/e will briefly 
list some of these, distinguishing between \those prlaarily 
relevant to prof ess loribls or 'to parents. also refer to some 
recommendations which .have been made to try td increase &oiia- 
bbratlon. These- are based on an invited paper prepared oy one 
of us for a UNESCO meeting on special education U-Iittler, ly/'yo;. 

* 

Professionals * . 

(I) Lack of discussion and preparation for parental parti- _ 
cipatl'on in their basic training. ^ 

(li) Resistance and. anxiety at the prospect of parental , 
involvement in schools and -programmes. Problems incoming to 
terms with parents as partners. 

(ill) A tendency to display their expertise 'and to adopt 
a didactic and sometimes authoritarian approach to parents.- 

(iv) Difficulty ilT'sharlng their om limitation in know- 
.ledg-? and skill" with parents. 

^ (v) Tendency to make excessive demands on parents - e.g. 

in the form of teaching sessions, record keeping, attending 
meetings* . > " . 

(vi) " Failure to take account of the variety -Qf nee^s and 
the range of variation from one Ifamily to another. A • 

Parents • 

(1) Difficulty in coping with the demands now being made 
of them by professionals; they may' bp too bu^y, too e^austed 
or too pre-occupied with day-to-day problems ^resentedjby the. 
\ handicapped person or by problems concerned with poverty, poor 
■.housing, unemployment or chronic ill health. , - > * 

(II) Problems in reconciling demands made by the handi- 
capped person with the needs of other members of the.family*- 
i^arriage partner, siplings, grandparents. 

(ill) -Tendency to attribute too much expertise "to pro- ; 
' fessionals .- e.g. resulting in the' assumption^at staff will , 
ac6-ept full responsibility for training a yoion^erson in, 
say,, social and domestic skills. ' 

' ' (iv) Unde:r-estimation of the abilities^ and po*-gttia]S of 
their child to respond to independence traintoig, p'Qs^blj llue 
to a history of earlier failure. _ - 
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(v) Inhere parents 'do su<^ceed in collab^'iting wi-tti . 
professionals in achieving goals^f oj*f the handic^ppejl person, 
' they may tend to undermine, "prol^^nal expertise" by dis- • . 
■ ' playing Competence in the use of^^^hjilques anc^terminology _ 

, traditionally regarded as, the excluliya 4)reserve^ of prof essiorf&ls. 

,^ Suggestions for 'increasing collaboflitioh v^' ^ . , ^ „ ^ ' 

t. All programmes of initial ti:airiihg^£or. tes^hers 
and other' pi^ofessional perso^el^sJ^uld r^S^iew^the 
' ext'ent to v/hlch questions concerAed*' with, parental . ^ 
■ involvement are^ incorporated into' ^the- curriculum. • . 

- • ^ 2. • Special courses concerned vilpi 1:hi%^subject ^.should 

• be mounted at the in--sea:*vice and pqst-pperience level. 
These should review- existing information on t^is sub- 
ject and provide opportunities for discussion" and 

' • experiment with a range of approaches . par*ental 

invoivejaent in local services. ■ _ 

3. Persons with advisory or -admlnJL^tratiye responsibili- 
ties for special , education should r°evieW~ the quantity 

" and quality of par^fital involvement programmes in their 
o\m areas and, in doing so, ponsylt. with« local parents 
and parent "associations. , ■ ■' » ' 

4. A selective "bibliography on parent invoXvenient 

. • including reports of successful prpgr^aomes ,shc»ild be 

prepared iri each country . and made av^ailable- to all . 
headteachers, advisers and.programme directors.. 

'5. Programmes of ^research, and devefd^ment' on parental 
invdlvement should be encouraged^ in ea'ch country. ^ 

6. Appropriate parent organisations at national levels 
■' ' . should be invited to submit their views on parental 
- itivolvement in school, and other se|^4ce programmes 
and to. put forward suggestions fo;p^new developments in. 

* this area. * ^. , :■ ' ^ ' 



V. Needs and Rights of handicapp ed Adolescents . 

47 - Up to' this point we have considered vthe needs, of • parents 
' and examined aspects of parent-professional collaboration. , In 

the following section we will' outline the rights and, needs of „ 
■the handicapped adolescents themselves. V^e" canAot assume t^at 
handicapped adolescents necess&rily ^have; the same _ rights as . ^, 
their'peertf., • nor-that their interests and needs necessarily 
coiricide with those^ of their families-. 

48 There have been* a number of official sta*temeni;s in recent 
years concerning the righti of disabled persons. Because these 
are- usually couched in general and somewhat idealistic terns, 

it seems important to consider concrete and highly specific 
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Questions v;hich*will identify the extent to which any given 
right .^s actually reflected' in the availability of local ser- 
vices. -For example, the UJI« Declaration of Rights of tha 
Mentally Handicapped (1971) has been "translated" -into a large 
nunber of specific questions by the Interiiational League of 
Societies for the Mentally .Handicapped (Step by Step, 1978) so 
that, groups of parents at local level can identify the extent 
to which geneEal statements of rights are reflected in service 
provision in their own locality.- Similarly, the English parents 
, society (Ilehcap) have produced a series of "minimum standards" 
documents (STAICENA) for schools. Adult Training Centres and 
residential extablisliments and is preparing others in the area - 
of employment and leisure se'rvices. ^Je^also wish to refer to 
the "Charter for the 80*«s" which is being- promulgated by 
Rehabilitation International in connection with the 1981 Inter- 
national Year for Disabled Persons. > 

49. For the purpose"-^ the -present discussion, we -will sum- 
marise the Declaration of Rights of Disabled Persons promulgated 
by the United Nations in 1975. . ° 

United Nations Decl.-ration of Rights of Disabled Pers6ns (1975) 

(i) The same civ41 and political rights as other " • 

human' be JTirb • ' ~~ • 

50. In many colmtries special legislation has been implementq<3 
to protect the rights of the mentally'' handicapped. For example, 
in the United States litigation brought on the behalf of 
mentally disabled individuals has sparked what is often referred 
to as a revolutionary "patients'' rights movement". Judicial 
decisions affirming these efforts have been incorporated into 
staibe laws and have led to federal legislation such' as, the • 
ReJiabilitation Act, and the Developmentally. Disabled Bilil. of 
Rights and Assistance Act; These' federal statutes and their 
regulations defin§ important new rights for mentally disabled 
persons and -create major new challeriges for legal advocates. 

51. For the parents there is the question of whether they 
are permitted to know v/hat records are kept on their son or , . 
daughter and whether they hav-e acce^ to them.' l.Tien the young 

"person comes of age, does he/she ha-y^ this same access, and 
indeed, should parents still have the same rights at this point? 

I 

52. However,. som§ restrictions .remain. . In the United Kingdom, 
mentally handicapped persons may- be refused. the right to vote 

in an election, although properly registered, if the returning 
officer thinks they seem unable to do- so properly. For tlTfbe ■ 
who are permanently living in hospital there may be problems 
in becomiiikj registered to vote, although this is now being 
challenged in many cases. 
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(ii)^ Help tp become as. self-reliant as iJoss.lble 

53. It -seens quite logical that the transition from adoles- 
cence to adulth,ood should be a time for the young person to ' • 
become nore independeni:. - socially, emotionally and financially. 
It is a time- when parents of noet young people are encouraging 
behaviours vhich gradually fad^ out the support of the family 
aad hone'so that the adolescent becomes a viable member of the 
community. ^ , „' . ^ ' , " 

54. How far does this happen for the more severely hahdicapped? 
Is there not a tendency to extend and., prolong the effects of - 
the disability by- keeping the^ young person in a "cottpn wool 
environment? \Je should not be- too qui'ck to criticize parents , 
for.bfing "overprotectlve" , iiut- shouM also examine the way^ in 
which professionals are guilty .of ,thia, e.g. W providing spe- 
cial -transport to special schools and day centres go that the 
yoxang person never has the opportunity to learn to use public 
transport, or to mix with non-handicapped peers. ^ ^ 

55. Ve must also consider ousiTwhose "rights" are involved in 
such issues. It has' been suggested, (Perrara, 1979) that paren- 
tal aims and aspirations may be inconsistent v/ith those of pro- 
fessionals, -Ifhat if the school or training centre wish to en- 
courage independence, e.g. through 'the use of public transport, _ 
but the parents disagree? 

56. £±L_g£nerally seems, in England at least, that v/here par- 
ents do not agree with programmes suggested by the school, that 
theii^ wishes are respected.- But the possibility of the adoles- 
cent having a differing opinion from tliat o£ his pa^'ents, 
teachers or employers is seldom raised, as it is assumed that 
the severely .menfally handicapped v;ill merely acquiesce, or 
accept any decisions talcen. . | 

(iii) Proper medical care and troatment " 

57. Improved training of medical and. para-medical staff is 
gradually ensuring the provision of specialised treatment and 
techniques for the mentally handicapped. ^In Jlngland and 17ales • 
a young person aged 16 year* or over is normally deemfed compe- 
tent to consent, to surgical/medical treatment. However, in 
many circumstances the severely mentally handicapped are deemed 
"not -competent", even if aged over 1 6 years. Their wishes may 
be overidden by reference "to guardianship if thought appropriate 
(Mental Health Act, 1959). l.Tien officially an adult at 18 years, 
the yoiong person may be deemed'^just as "incapable", and at this 
point the parents can, -strictly speaking, only make these deci- 
sions if they arte made guardians. However, in practice, these 
problems are seldom brought t'o light. A social worker or the 
patients' nearest relative can applj^to be a guardian, on the 
grounds-that the "patient" is "under 21 and subncrnal, or a-^vy age 
and severely subnormal (as .defined in the. Act). However, t-e 
social worker cannot apply if the parents 01)0 ect, a^d wou' in- 
stead apply to thcp County Court to "replace" the VRl?t\ve ': o~ 
cause of unreasonable ob^jectione'. ' . ' . 
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58. Handicapped adolescents should also have the same^ghf^ 
of access to specialist services such as speech therapy and 
sensory aids as their non-handicapped peer and should not- be 

• excluded on the grounds .that they are "too handicapped" to 
• • hisriefit from such treatment. 

(iv) Educg-^.ion. trair l ng and rehabilitation, -and guidance ^ 

59. V/hile basic primary and secondary education is now nor- 
mally available to all handicapped children, leaving school .may . 
r^resent a- time of uncertainty, with no gtiarahtee of a place in 
a training centre, and limited oppori^unities for>.tertiary educa- 
tion. - Yet many of these young people may show an intellectual 
gpuii: at ai*bund 15-15 years (Swann and Mittler,. 1976) and it 
therefore seems illogical to stop education. at this point. Not 
only is greater provision rleeded, "but the adolescents and their 
parents n^d to be aware of the ■ facilities available, (UNESCO,- 
1979). • V 

-60. It is essential for the young person to have ^a balanced 
assessment prior to leaving schooi, with a full case conference 
s involving the parents and the adolescent in the dacision* making. 
In an alarmin^gly high percentage of instances there is no case 
conference at all -(Fleming, 1978). 

(v) A decent, level of living, including the 'right , . 
. according to individual abilities to secure and 
retain ^ employment • 

61. "^n the current age of strong trade unions-, it may seem. 
rema^'kajDle that so mai^ receive" such small payment for a fair 
day»a work, \7hile it might be necessary to review the system of 
benefits and allowances that are in operation, and which affect 
the amount that can be earned, it is also essential to realise 
that a reasonable income is vital if one is to be independent-/ 
not only for essential purchases,- but also f or ijae enjoyment of 
recreational amenities in the commimity. This imses a diffi- 
cult topic as to whether^the young person can regard liis earnings 
as his ovrti, or whether they are handed over intact to his parents. 
Apart from the ethical issue, there is the problem of lost oPPo^*- 
tunities to learn to handle money. Cheseldine and Jeffl'ee (1980; 
found 'that 75 per cent of a group -of 214 mentally -handicapped • 
-adolescents v^ere unable to proffer a reasonably appropriate 

amomt of money for small purchases.' The proportion remains as 
high as a half even for adtilts attending A^ult Trairving Centres 
in England and Wales (l/helan and Speake, 1977,).- 

62. There is" a tendency tS|^talk of "placing" mentally handi- 
• capped teenagers in jobs, rather than them "getting;^' job. 

Seldom do these young people "have the chance to find out about 
various types of emplojnnent, and to make a choicej although ■ • 
• there is evidence demonstrating their ability to do so (R^l'':er> 
■ 1975). In some cases mentally- handicapped may bg "four;." 
jobs in a family concei"n although they could be quite.,«.cepa: e 

r , . »- 
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of finding their own. LTiile this guarantees enplbynent, it 
nevertheless nay restrict copttajCts and oppor|wnltie"B~-for Integra 
•tionjin the community. V/here vrork is open, or even sheltered 
eEiplo3niient is £»htai;ied, pl'ospectlve employers and fellow workers 
nay need some preparation and guidance. Support for- the young 
person may take the form of advocacy, such as that in the United 
States, and that sponsored by the NSIfIC Pathway Scheme in the, 
United Kingdom,' v/here. fellow workers are. reSruited to act as 
fos-ber workers for the- mentally .handicapped worker, and "show 
him tlie ropes" in' a new job (Coop^, 1978). 



(vi) A normal 



3rmal living •envlronmenyi within family where 
possible.' including iparticipation in . all social , ■ 
c'rVative or recreaxional activities ' 



63. . For the y^mg person suddenly removed from a stimulating 
.school environment^ and left^t home, this mfiy prove a particular 

' 'ly frustrating eki)erieilcev The mentally handicapped adolescent 
has as rauch right' to make Jthe most of his spare time as any 
other young person. * , ' • •" 

64. '^tie oWious solution to this ^Jj^hlem .is to enstire that • 
recr^^ion and l^eisure skills are ^ught and includfed in the. 
schodZ ctirriculum. Leisure is" an essential part ©f rehahlllta- 
tlve *progra|oing, and an Me^r*4ium tor integi^ation, and yet 
It is often neglected. ^WWle a great deal^of tlme^ and effort 
has been spen^ on ti^ga^iiing work sklll^i thi^ has npt be^n done 
for recreation, pos^ly becaiise of^thl^wide" contlnuuEi along/ ^ 
which, such skills would fall. x V . 

6^ Research carried .out at HARC (J^ffree and Cheseldine, ' 
.1980). has s)tio\m that .while the young people may be. aware that/ 
various activities exist (such as f opt ball,, cycling, etc.) ' 

^hey actually participated in very'xfew.J The oogt frequently ^ 
reported actlyltles were solitary, passive ones 'such, as watching 
t^levisiorvand playing records. There^^srere a. number of reasons 
for this.. The teendgers often lack the social, skills necessary 
to do more, e.g. ability' to get out' and about the .local communi- 
ty, use of money. The^i^-seldon hav^ any friend-s living nearby ' 
td-jShare these pastimes ^with, mainly due to' the large catdimexi^t 
areas of special schools. They may not have had any experience 
in any. other sort of activities.' There Is an obvious role fojr . 
the p^ents here in extendrfig the activities and social contacts 
available to the young person. But in addltlen to parents <■ • 
bel]% older and.^less acti^ve' themselves, they may weXl see^ no 

^ "pro'blem" as such with regard to leisure activities, 

66«^ Special youth clubs (fe#g# GateVay Clubs in the United ^ 
.Kingdom) .are available in many^ areas, but.thesjp do not suit all 
' needs • ^Itoiy teenagers have ^^dropped out", b^ause they^do not 
want to xA with their handicapped peers out of school as well 



as in* . , 
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67. These clubs pose- another question, viz. to what extent 
Shoitld^mrents 'be encouraged to take part in these leisiire 
activitr§s? Would it be "normal" for parents to cone along to 
the club,, as they, often do? Do -they inhibit the young people? 
Schalock and Harper (1979) indeed suggest that parents are & 
reason for adolescents not doing more in their leisure time. : 
In an attempt to fade out their, support,, thi^ might be a suit- 
able stage to introduce volunteer non-handicapped young adults 
to accompany the disabled .adolescent on various excursions and 
activities, . / 

(vii) Protection frpm exploitation discrimination , abuse 
" or 'degrading Treatment 

68. Inevitably, protection from exploitation has. meant the 
j.ntroduction of legislation, e.g. so that thfe mentally handicapped 
might no-tj"be drawn unwittingly into binding contracts. However, 
this also imposes restrictions, in the the disabled persons are 
prevented from buying goods by hire purchase even though they , 
'may be earning a* 'good wage -/a right that is not denied their 
non-handicapped peers. ' ' . 

* 

69. Restrictions are also imposed on the severely mentally 
handicapped with regard to house ow:iership, even if the. property . 
is inherited, and also with the owing of large sums of money. 

In both cases trustees would have to be appointed to administer 
estates and this, may present a sizeable problem to paren*ts who 
wish to t>r«vide for their son or daughter .^after their dpath. 
Efforts 'are being made to overcome tliis problem by various or- 
ganisations (e.g. riencap in the United Kingdom) who are v/illing 
to. administer properties as groups? of homes for the mentally 
handicapped, but accepting provisos made by parents such, as 
limitations on the number of occupants, 

70. To ensure that adolescents and parents receive the maxi- 
mum benefit from services, and are fully av/are o'f their rights, 
there will be a need fpr skilled counselling. Counselling f®r 
the adolescents themselves, as. distinct from counselling £or 
the^r parents, is also important at this stage. Not only are 
thiey- having to come to terms V/ith the physical and emotional 
changes occurring in adolescence^ and trying to acquire status 
among adults "and their peers, -'but they are also having to come 
to terms with their handicap and the restrictions ,,this will ■ 
impose ojm them, and having to learn to make_ choices when faced 
with an increasingly divers.e range of options, e,g„.for leisure 
or work. It would seem essential that the adolescent should be 
able to have his own- ccmsellor with whom he. can talk things 
ever;- Indeed in^ tiie United States,- moves have been^ made cowards 
introducing group comselling for mentally handicapped teenagers 
(Holmes et al,, 1969j Zisfeiri .and Rosen, 1973; 1974). . . 
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71. This support would be aost useful ^^^^iJ^P^^Si^^^t^dlng^ 
handicapped yotSg person to becone more assertive, in stanas 
up to being .treated as a "second-class citizen '. Par enxs 

n?t to be Ixcluded at this point, however, as they have a vi 
role to play in introducing the young person to '^g^^'-^Sn- 
to provide opportunities for making choices and for being non 
acquiescent. 

72. Zisfein 'and Rosen (1973-1974) P^°^SSent 
ai^ed at improving levels of self-regard reducing acquiescent 

or submissive behaviour, and^ patterns of ^jlP'^^^-^^^J^ln? 
couraging the learning of self-initiated P^°^i^^-^°ior^^y young 
behaviou? and appropriate heterosexual ^.6^?°?^ ^l.^^^ou^f Ly be 
people the development of socially appropriate o^eJall 
largely neglected, and as such tend to be. seen unaer the ove 
heading "sexual behaviour". However, the ^^°st basic s^x 
to be d^alt with first, such as physical P^°^^f ^^^^gon! 
touching behaviours and other aspects of f^^^g^^^^^f S 
Parents again can- play an important role ;^^:^5^%!f ^eed specific 
development, but both they and the young people nay neea sp 
counselling at this stage.' - 

73 Techniques of role-p].ay, modelling and the use of video- 
recordinl, su?h as those used at the Vocational Rehabili^ 
and Researph Institute in Calgary, Canada, are ^^^^^ ^^^andi- 
socially appropriate b^h^i^^^J' ^° ^^SJ^t^oL wSJSi L^^^ 

we have not attempted to provide^yth^^^^ 
hensive list of the services which>i*5-^»e n^eeaea^ 
adolescents or their families; these will vary from coun 
cd^trv and from conmuKiity to coLimunity, depending on locax 
c??SSStSlces and the kind of resources that ^an 

?fnfve??reifsffeeS^^S^^^^^^ 

TDrinciples is concerned with the rights of the ^andicappea pei 
is not enough • 
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VI. Conclusions 

75 • Me 'have argued that* the role of parents of handicapped 
adolescents is not fundamentally different fron that of any 
other family namely - to provide a loving and secure home and- to 
prepare them to live as independently as possible in the communi- 
ty. But parents face many difficulties in carrying out this 
role and are seldom given adequate. support or practical help at 
what is often a difficult time. The needs of each family will 
obviously differ greatly depending on the j;roblems presented by 
the adolescent and the parents* peroeptipn of how far the ulti- 
mate goal of independent living in the community is a realistic ^, 
one . 



These and many Other issues need discussion at some depth 
^een parents and professional staff who ma y h^e different 
percWtions of the present abilities of the adolescent and the 
extei^to which he or she can become more competent and indepen- 
dent. iJe have argued for the development of a close v/orking 
partnership between, parents and professionals., similar in some 
respects to that being developed, with parents of younger children . 
but differing to the extent that the young person i^ or will 
soon be le^jally adult, witla the rights and responsibilities that 
go with adult status. If the goal of training and rehabilitation 
is the maximum degrde of independence, equal partnership be ween 
parents and professionals will be needed to define g<r.^.ls and 
how they can be reached. For example, it is often aecessary to 
develop detailed step-by-step programmes to help the youn^ per- 
son to become more socially mobile j by using public transport 
and going to places of entertainment.^ This nay arouse a consider-- 
able degree of anxiuty' if ' the parents feel that the yo\mg^ person 
is not yet ready. for this kind of training and that harm-, may be 
done by pressing too hard and too early. On the other hand, it 
may also happen that professionals are criticised by parents for 
setting too low a standard and for not developing a regime^ of 
demand and expectation. 

7.7., Partnership' bej&^ en parents and professionals can take 
many forms, but cer::taih elements can" be clearly distinguished at 
the time of -scho/rlleaving. Parents should be fully involved 
in the process ^of assessment of strengths and needs and should 
be seen as full members of the multi-disciplinary team, partici- 
pating in detail in contributing their unique linowlfedge of their 
child's abilities and needs and in making decisions on how these 
can most appropriately be met locally. To this end, parent t 
v/ill need to have full -information on local facilities .already 
javailable or plajined.' Following this, parent's ^nd professionals 
can try to work together to plan and implement. a programme -v/hich _ 
aims to help the young person to learn nev/ skills, and to be- 
come more independent, and to use an increasing range of com- 
munity reso\irces and facilities. But parents also need, to be 
able -to express any doubts they may have about t'.io ability of the 
young person to learn to live more independently and to di^'uss 
any anxieties they may have about the future, particularly here 
questions of alternative systems of re;,.ideiit.lal care 'i.r". v oerned, 
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78 ♦ But the most inportant contribution has to come from 
the handicapped adolescents themselves. /J. thought parents ard 
professionals may wark well together and be agreed about short- 
term and long-term goals and .methods of achieving them, it as 
essential to involve the young people themselves to the greatest 
possible extent by encouraging them to express ^ their own views 
and by giving th.em as much information as possible on which to 
make informed choice. Parents and professionals may, singly or 
in combination, assume that they,"knov7 what is best" or that 
the yoimg people are not in a -position to express their own 
views. But even severely handicapped adolescents have shown ^ 
themselves capable of expresiiing choice and an informed opinion 
and made it quit.e clfear that they have' a right to be consulted. 
Some mentalljr handicapped people havfe organised their ov/n con^ 
ferences or attended professional conferences in order to talk 
about their experience of the services being provided and their 
wishes for more opportunities to contribute to decisions v/hich 
will affect their everyday lives. 

79. People living in residential care have begun to insist on 
a greater degree of participation and are increasingly oboecfc- 
ing -to the lack of consultatxor! in the running of both day and 
residential services. IThen their opinions are sought; it often ^ 
beXDomes apparent that tjiey do not by any means agree v/ith t'le 
goals which either professionals or parents themselves have set 
for their future. ^ 

80. Inhere the aims of parents and professionals do coincide 
,with those o£the young people, the resulting programiize is like- 
ly to be all the more successful and satisfyingr 
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